Preventive Intervention Research Cycle I 403
(1987) has reviewed the ethical issues and federal regulations pertaining to informed consent for prevention. Research with children presents special problems. Children may be more susceptible to harmful consequences, such as stigma and labeling, of research participation; they also may be limited in their ability to provide informed consent because of their immature psychological functioning, limited understanding, and their dependent status as minors. Researchers should not confuse the ability of a child to understand procedures when explained with the more complex and mature cognitive task of making the comparative and contingent risk assessment judgments that are required in informed consent.
The ethical dilemmas that arise regarding informed consent often focus on questions of when and from whom to obtain consent, and what types of information to disclose in the consent process. For example, investigators are required to disclose to prospective participants the purposes and procedures involved in the research, possible risks or discomforts, expected benefits to the participants or others, and appropriate alternatives that might be beneficial. Federal laws, however, allow for less than complete disclosure under certain circumstances, although the boundaries are not always clearly defined. Weithorn presented some of the difficulties for a hypothetical study designed to prevent psycho-pathology in the children of schizophrenics. What should parents and children be told about the reasons for their inclusion in the project? A completely open disclosure would inform them, for example, that some percentage of the children of schizophrenics are likely to develop serious psychological disorders based on their membership in this risk group (Weithorn, 1987). But many investigators fear that such full disclosure would be harmful to the families, causing additional psychological trauma. Moreover, labeling of the group as "at risk" could possibly alter the behavior and expectations of family members and others, placing the child at further risk for the development of problems. A similar, and perhaps even more traumatic, disclosure would be the identification of a person found to be at risk of a mental disorder because of possession of a certain gene, a possibility in the not-too-distant future.
Weithorn (1987) concluded that prevention researchers should regard the federal regulations covering informed consent as an important guide, but view them as the minimum adequate standards and not as a substitute for careful reference to the moral principles that underlie them.
The principles of informed consent are especially difficult to apply when a universal preventive intervention involves an entire community. For example, a minority member in the community may oppose theithornntiality. Preventive interventions often involve col-s to action. Researchers can accomplish much by carefully analyzing a L.; Parker, G. C.; Wyman, P. A. (1990) Stress resilient children
